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Seeking to Understand Geriatric Palliative Needs in Dementia

Large academic memory care center

Setting Informal clinical observations

Input from Family Advisory Council Chart review of decedents
“ who received care at academic
memory care center

People with mild/moderate dementia
=ladlelelies Current caregivers
Former caregivers of decedents ‘

Semi-structured in-depth v _
{2 a2 45-190 minutes National_ly'_representa;tive;survey‘
Home, clinic, phone ; i Beneficiaries

Identify sources of distress (e.g., gaps and care needs)
and sources of support (to bolster/build)

Analysis

Sources of Distress & Challenge Sources of Support

Distressing manifestations ‘
(symptoms, behaviors, functions) | Information, programs, resources

Implications (uncertainty, loss)
Lack of accessible/affordable resources

'Social & relational | Relationship changes within social network
| Loss of relationship with PLWD

Activities & strategies to manage symptoms

1 Support groups

Engaging PLWD in social activities

“ Constrained social & professional opportunities

Grieving supports & strategies

Grief (incremental, anticipatory, and post-death)

Caregiving Tangible help with instrumental and basic ‘
| Obligations of caregiving | activities of daily living, housework
[ Family misalignment about care/decisions | [ Help with paperwork and planning |
[Toll of caregiving | | Resilience strategies |

| Enabling factors (prior experience, connections)

Impact of assessments and diagnosis Information and guidance (including diagnosis)

Insufficient guidance from clinicians Clear, supportive, timely interactions with
clinicians

Lack of expert dementia knowledge; issues with
medications

Service types including specialty dementia care,
home-based services, hospice, palliative care,
Care fragmentation and system gaps geriatrics
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Sources of Distress in ADRD: Disease-oriented

* Disease manifestations: symptoms, disability, falls, behaviors

+ “Last night, in the middle of the night, he was hitting me and kind of screaming in his
sleep, and | tried to wake him up. It seemed, in his dream, only to provoke him more
and he really became physically violent” (current caregiver for spouse with AD/VD)

* Lack of accessible or affordable resources: clinical settings and
support groups challenging with severity of impairments

» Complications: comorbidities

Harrison KL, Garrett SB, Halim M, Bernstein Sideman A, Allison TA, Dohan D, Naasan G, Miller BL, Smith AK, Ritchie CS. "I Didn't
Sign Up for This": Perspectives from Persons Living with Dementia and Care Partners on Challenges, Supports, and Opportunities to
Add Geriatric Neuropalliative Care to Dementia Specialty Care. J Alzheimers Dis. 2022;90(3):1301-1320.

Sources of Distress: Disease-oriented

* Anticipation: PLWD and current caregivers fear and struggle with
uncertainty of disease progression, loss of independence, dependence in
activities of daily living

* “I'm on call 24 hours a day. I'm dealing with something | am clueless about and | don't
know where it's going and how fast it's going and my wife is disappearing.”
(former caregiver to spouse with CBS, CA?

* Losses: of control, privacy, independence for PLWD; frustration and
shame at changes

Harrison KL et al. J Alzheimers Dis. 2022;90(3):1301-1320.




Sources of Distress: Caregiver-oriented

* Obligation: “When Black people raise their children, they teach their
children always take care of their mother. It's a lot, and that means do
whatever is necessary...a lot of Black people will not put their parents in
nursing homes and leave them there” (former caregiver to mother with
AD).

* Physical, mental, financial toll: “/ actually thought about suicide at that
time. ... | was pretty sure where [Spouse] was going... and then having
lost my job... I really kind of lost my identity”

(former caregiver to spouse with LBD).

Harrison KL et al. J Alzheimers Dis. 2022;90(3):1301-1320.

Sources of Distress: Social and relational

* Impact of diagnosis and disease on relationships, including stigma

* “People, since they know that he has Alzheimer disease, they treat him
differently. Like, you know, they think that he’s not capable of fellowship [at
church]...and then they don’t want to get involved”

(current caregiver of husband with AD).

* Constraint of social and professional opportunities
* Caregiver distress at role changes and loss of vision of future
* Incremental, anticipatory, and after-death grief

Harrison KL et al. J Alzheimers Dis. 2022;90(3):1301-1320.







